Background: Maternal mortality is a major public health challenge in Uganda. Whereas uterine rupture remains a major cause of maternal morbidity and mortality, there is limited research into what happens to women who survive such severe obstetric complications. Understanding their experiences might delineate strategies to support survivors. Methods: This qualitative study used a phenomenological approach to explore lived experiences of women who developed uterine rupture following obstructed labor. In-depth interviews initially conducted during their hospitalization were repeated 3-6 months after the childbirth event to explore their health and meanings they attached to the traumatic events and their outcomes. Data were analyzed using thematic analysis. Results: The resultant themes included barriers to access healthcare, multiple "losses" and enduring physical, psychosocial and economic consequences. Many women who develop uterine rupture fail to access critical care needed due to failure to recognise danger signs of obstructed labor, late decision making for accessing care, geographical barriers to health facilities, late or failure to diagnose obstructed labor at health facilities, and failure to promptly perform caesarean section. Secondly, the sequel of uterine rupture includes several losses (loss of lives, loss of fertility, loss of body image, poor quality of life and disrupted marital relationships). Thirdly, uterine rupture has grim economic consequences for the survivors (with financial loss and loss of income during and after the calamitous events). Conclusion: Uterine rupture is associated with poor quality of care due to factors that operate at personal, household, family, community and society levels, and results in dire physical, psychosocial and financial consequences for survivors. There is need to improve access to and provision of emergency obstetric care in order to prevent uterine rupture consequent to obstructed labor. There is also critical need to provide counselling and support to survivors to enable them cope with physical, social, psychological and economic consequences.
Introduction
Uterine rupture is a major obstetric complication of labour that significantly contributes to maternal and perinatal mortality and morbidity [1] [2] [3] [4] . It is associated with immediate complications, such as severe anaemia, shock and a ruptured bladder, and women who survive may experience long-term complications, such as vesicovaginal fistula, foot drop and a subsequent infertility following hysterectomy or tubal ligation [5] [6] [7] [8] [9] . In contrast to extensive research on incidence and risk factors for maternal mortality, relatively less attention has been given to research on quality of life of women who, through access to life-saving care, survive severe obstetric complications (near miss). Information on the extent of postpartum maternal morbidity is limited, particularly in developing countries where morbidity is prevalent. Even where available, morbidity data from hospital-based studies is hard to interpret in terms of quality of life of survivors. Yet maternal near miss morbidity has short and long-term physical, social, cognitive and psychological effects on the survivors [10] [11] [12] [13] which need to be addressed in order to restore their health. Available data does not shed light on the experiences of affected individuals and the meanings they attach to them.
The underlying factors that cause maternal morbidity and mortality may be analyzed using the Three Delays Model [14] . This model identifies three phases of delay: delay in seeking care, delay in reaching health facilities for care and delay in receiving adequate care when reaching a health facility [14] [15] [16] [17] . This model is based on the assumptions that knowledge of danger signs and preparedness for addressing the complications ensures that predictable elements of the three phases of delay can be anticipated, identified in time and addressed promptly as they arise [14] [15] [16] [17] . Delays in seeking care may be caused by failure to recognize signs of complications, failure to perceive the severity of illness, cost considerations and previous negative experiences with the healthcare system [14] [15] [16] [17] . Delays in reaching care may be created by long distances from a woman's home to a health facility, poor condition of roads, and absent or unaffordability emergency transportation [14] [15] [16] [17] . Delays in receiving care may result from negative attitudes of healthcare providers, shortages of supplies and basic equipment, absence of patient care guidelines, inadequate or unskilled personnel, and poor referral system [17] . The delays are often interactive or multiplicative [14] . The underlying factors for uterine rupture include delays in seeking appropriate care at the onset of labour, a poor or non-existent referral system, nonattendance of antenatal care, and delay to receive care for obstructed labor.
Patient-reported outcomes are increasingly becoming relevant and necessary as measures of quality of life. This approach echoes the increased interest in evaluation and interpretation of the lived experiences of individuals as a proxy indicator of the quality of life. There is thus need to explore the aftermath of life-threatening obstetric complications, focusing on the health and wellbeing consequences of these events. Uterine rupture remains a public health problem in low income countries, such as Uganda [9, [18] [19] [20] [21] . Our aim was to explore and describe the experiences of survivors of uterine rupture, specifically how this childbirth complication adversely affects the lives and livelihoods of affected women, from their own perspective.
Methods

Study setting
This project involved research on women who 'nearly died' of pregnancy-related complications, but somehow survived, hence called near-miss morbidity. The study was conducted in Mukono, Wakiso and Mpigi districts of Central Uganda, from June 1, 2013 to August 30, 2013.
Theoretical framework
The theoretical framework used to explore the meanings attached by survivors to this experience was adapted from Souza et al. [22] , which was developed from the definition of a maternal near miss [23, 24] . Conceptually, maternal near misses represent a point on a continuum between extremes of good health and death, where mothers develop severe obstetric morbidity and somehow survive, either due to luck or the health care they receive. Such individuals may eventually recover, become temporarily or permanently disabled or die [22] [23] [24] . The World Health Organization has developed tools [24] which could be used to identify maternal near misses. These tools utilize a combination of clinical signs/symptoms, management practices or presence of organ dysfunction. The analysis was informed by the concept of health (a state of complete physical, social, psychological and spiritual well-being, and not merely the absence of disease or infirmity).
Study design
A qualitative study design was chosen to investigate the lived experiences of women with history of uterine rupture during childbirth. This paper analyses findings these intermittent in-depth interviews with 16 women who survived a clinically defined 'near-miss'. These interviews were conducted as part of a prospective longitudinal study, which was a post-doctoral research project of the first author (DKK) entitled: Evaluation and surveillance of the impact of maternal and neonatal near-miss morbidity on the health of mothers and infants in Jinja and Mulago hospitals. The goal of the project of this mixedmethods study is to assess preventable factors associated with maternal and neonatal near miss morbidity, from the perspective of patients and healthcare providers.
Data collection
Purposive sampling was used to select 16 participants who had uterine rupture during childbirth. Potential research participants were recruited from Mulago hospital at the time of childbirth, at which time they were requested to participate in an ongoing study. Telephone contacts and residential addresses were obtained from them during their hospital stay. Using contact addresses and directions obtained from the participants during this initial contact, the participants were traced to their individual villages and communities, where a second in-depth interview was conducted at a venue chosen by the participant, 3-6 months after the initial interview. Unstructured interviews were employed in order to enable the participants to express their views freely and the meanings they attached to their experiences. To clarify the questions, an interview guide ( Table 1 ) was used. There was some flexibility in the order of questions and in the prompts employed to enhance understanding of the unique experiences of the participants. With the permission of the participants, the interviews were audiotaped in the local dialect (Luganda) and later translated into English. A journal was kept for recording detailed field notes about the cultural and contextual incidents that were heard, seen, experienced, and thought about during the process of data collection, in order to better comprehend and interpret the content of the interviews.
Data analysis
Thematic analysis was employed. This entailed reading and rereading transcribed interviews to gain insight and deeper meaning in order to identify themes and categories. The analysis was done concurrently with data gathering, which helped to know what to ask in the next interview and to cross check information from each interview with subsequent participants. This process made it possible to recognize the saturation point at which no new information emerged from the data.
Ethical considerations
Ethical approval to conduct the study was obtained from the Ethics and research committees of Mulago hospital (REC 310-2012), the School of Medicine, Makerere University College of Health Sciences (REC 2012-172) and Uganda National Council for Science and Technology. Permission to conduct the study was obtained from the Department of Obstetrics and Gynaecology, Makerere University. All participants gave written informed consent to be interviewed and to have follow-up assessment for a period of six months after the initial hospitalization. They were also provided with counselling and treatment during this period, which was a follow up of the initial evaluation during their hospitalization (the time during which they had developed uterine rupture). Table 2 shows a summary of the information about the 16 participants. All the participants had at least primary level of formal education. All were married before the development of uterine rupture. However, at the time of the second interview only eleven seven were still married. All the participants were previously gainfully employed, but at the time of the interviews only three remained employed. Five of them had developed a urinary fistula.
Results
Barriers to access healthcare
For most women, labor started at home, and they were in labor for 1 to 3 days before seeking medical intervention. However, for two women, the labor started while they were in hospital awaiting an elective caesarean section. The former were initially attended to by untrained traditional birth attendants (TBAs). All but two participants had eventually lost their babies. While for most women the baby was still born, for others the baby was alive but "exhausted" and died in the intensive care unit. Where the baby was still born or an early neonatal death, the mother never had a chance to see the baby, as exemplified by one participant:
"I had labor pains that started in the night and continued throughout the following day up to the evening of the second day. I was in severe pain and was very tired. Then I suddenly felt something give way and then noted the bleeding. This got my mother very worried, so she arranged to take me to hospital. On arrival, they told me my baby was "tired" and therefore, I needed an urgent operation. I was only told that the baby was dead at the time of delivery, after two days, after persistent begging that my baby should be brought. I never even got a chance to see the baby, as my mother-in-law is the one who took away and buried the baby at her home". 
Impact of uterine rupture on social relationships and livelihood
Please tell me all about your social situation since the childbirth (probe for marital relations and social network).
5
Experiences of living as a survivor of uterine rupture Tell me your everyday experiences as a woman with this problem. What challenges do you face as a result of your condition, regarding work, relationship with spouse, friends and family?
6
Coping as a survivor of uterine rupture How have you been able to cope with the condition? What health problems have you experienced since childbirth?
Many women experienced delays at home, at the TBAs or at the lower health clinic from where they were later referred or from where they referred themselves. Even where there were formal referrals, there was poor documentation of the complication. Mothers arrived when it was too late, as reported by one participant:
"I stayed there for two days. The labor pains were strong but the baby could not come. I stayed there until my abdomen appeared to be divided into two. Then all of a sudden, the labor pains stopped, and that continuous pain started. It was then that my husband's decided to take me to the hospital".
A similar experience was reported by another participant.
"I was put away in a room to labor all alone. I was in there for 4 days, until after consulting a midwife from the local village clinic, a decision was made to take me to hospital. But then it was late in the afternoon and transport was not readily available".
Various reasons were given for delays to access hospital care for delivery, including inaccessibility of hospitals due to the long distances, transportation difficulties, financial constraints, and delays to make decisions regarding referral for hospital delivery. Most of the women reported that they did not have much say when it came to deciding where to give birth, even if they would have liked to be sent to the hospital to deliver. Rather, spouses, mothers or mothers-in-law made the decisions. For instance, a participant expressed her frustration:
"The men make such decisions. If I go to hospital and incur any cost, I cannot pay. Also, as a woman, I have no right to take such a major decision. It is the men who take such decisions. When I was in labor, my husband was not around. So I waited for him to return, and that kept me in labor for 2 days. If I had the power, at that time I would have gone to hospital".
Even when the women reached the facilities, they did not receive adequate or appropriate treatment in a timely manner. Most participants reported experiencing some delays: delays to receive attention when they reached the hospital, delay to make the appropriate decision on whether they could deliver normally, and delay to access theatre for surgical operations when a decision to operate had been made. There were also delays for one team of health providers to hand over to another. The delays were attributed to several factors. These include shortages of skilled staff, failure to evaluate the information from the referral letters for women who had been referred with obstructed labor, inadequate clinical evaluation (very little history taken or incomplete examinations), perceived poor documentation, poor evaluation of clinical notes by teams that had been handed over to at times of staff changing shifts, missed diagnoses, insufficient communication among staff and inadequate monitoring. This delay to access care was a major problem, as one participant explained: "As for hospital delivery, you take long to get attention or services. Some health care providers make wrong diagnoses or make wrong decisions. And when one group comes to replace the one that has been treating your condition, they change the treatment of the first group, without asking you any questions or examining you. One group tells you that you are for an operation and another group says there is nothing written. Sometimes, even when you get an operation, you are not informed of the reason why".
Despite the prolonged labor, some participants attributed their fate condition to the interventions by healthcare providers at the hospital; for example, vacuum extraction, and caesarean section. In their understanding, it was the interventions that may have caused the uterine rupture and associated injuries. One woman who developed an obstetric fistula believed the problem should be blamed on healthcare providers:
"I have given birth three times but never experienced such a thing. I had delivered before, actually twice, with no problem. I developed this condition following my fourth delivery in the hospital. Remember I had two home deliveries without any problem. I was taken to hospital after 2 days in labor. The doctor pushed a tube inside me to bring out the urine but only blood came out. He then used some instruments to pull out the baby by force, without success. When this failed, another doctor said I needed an operation. I think the doctor (who made attempts to deliver me with their instruments) is responsible. He must have caused the injury to my uterus and urinary system".
Some participants, however, attributed their problem to incompetence or negligence of the healthcare providers, and believed that their outcome could have been different if the healthcare providers were more caring. This sentiment is exemplified by one participant, who had been referred from a clinic with obstructed labor, but delayed to receive appropriate care:
"I was calling the doctors (healthcare providers) nurse, but no one was listening. I was telling them that where I was referred from, I was told my baby was exhausted and that I would not manage to deliver. I told them that the contractions were very strong, but all they told me was that I should wait. By chance, one woman who was attending to another mother came and looked at me and alerted some doctor whom she knew personally. When that doctor checked me, he rebuked the team that had been looking after me, and immediately ordered that they take me next for the operation. He actually worked on me himself. What upsets me is that other doctors (healthcare providers) were just by-passing me. By the time they took me to theatre, my uterus had ruptured. I was just fortunate that the baby was saved. However, that doctor told me that it will not be possible for me to have more children".
Participants expressed concern about the financial cost of hospital delivery. The delivery itself did not have an official fee, but most women reported paying some money to healthcare providers for services. Three women reported that they had multiple operations, as they had to be referred to the surgical theatre due to complications. They also spent a lot of money on drugs. All the participants spent more than ten days in hospital, and for four patients, the duration of hospital stay was close to one month. This cost was on top of money for transport and feeding while at the hospital. Some participants reported that informal payments were rife, and were both solicited and unsolicited. One participant developed the uterine rupture while in hospital, and spent several days while waiting to have an elective caesarean section. She reported several such transactions:
"The hospital expenses are a problem. Though officially services are free, you have to pay some money to get an operation.....I had to wait for two weeks. No one asked me for money directly. My neighbours told me that is why I am not taken (for operation). Some reported that they were asked directly for something before they could be operated".
Experience of living with uterine rupture: multiple losses
Almost all the participants reported suffering some degree of physical complications associated with uterine rupture. These ranged from urinary symptoms (urinary incontinence from obstetric fistula, stress incontinence or minor urinary symptoms such as dysuria), dyspareunia, low abdominal pain, backache, reduced or scanty menses and urinary tract infection. Those with with obstetric fistulas reported often experiencing pain secondary to urinary tract infection. Some women reported what seemed like premature menopausal symptoms, such as vaginal dryness, severe backache, sudden episodes of sweating, heat intolerance and unexplained palpitations. The premature menopause is exemplified by one participant:
"The backache is unbearable. And all of a sudden you begin sweating, even at night.. My skin is dry. I don't feel like I am myself. And my heart beats very fast, even when I have not done much activity. I am so dry down (in my private parts) as if I got sores down. Sometimes the area becomes so itchy that I am not able to bear it. Whenever this happens, I scratch there and that tends to worsen the itching. I often get fever, loss of appetite, and severe abdominal pain".
Two participants experienced foot drop, which resulted from prolonged pressure on the nerves supplying the lower limbs. This followed obstructed labor which was complicated by uterine rupture and an obstetric fistula. One of the participants who experienced foot drop reported:
"I could not move my leg initially, so I was just lying down. I stayed at the hospital for some time and was discharged without even regaining use of my legs. I left the hospital with a urinary tube and a bag, after 1 week in hospital. Before I went to have the tube removed, the urine started coming from my private parts. Leaking continued after the tube was removed. ....I was told to go back after three months, but I have not been able to go. I walk with difficulty. I am not sure whether I will ever regain normal function".
Participants spoke with emotion about the way other people, especially their loved ones, treated them. They appeared to suffer greatly due to stigma: As one participant put it, "I feel lonely. Everyone says I have bad luck. My husband said he cannot suffer with my problem when he has not even benefited from a single child from me. My first child died three days after birth. I wish my baby had survived. Then at least that would console me".
Participants also expressed the pain of losing a baby and of being childless. To worsen this pain was the realization that there was no hope of ever becoming a mother, as one participant reported:
"I am disturbed. Apart from the agony of losing my baby, they told me my uterus was affected. I have not seen my menses. The blood just remains inside me. It is now impossible for me to ever become a mother. I am no longer a woman. A woman should see her periods. It is men who do not get periods. Again I am not a man. If I had the baby, I would have my consolation. Sometimes I sit alone in the house and cry from morning to evening without anyone to console me".
Similar sentiments and experiences were expressed by other participants. One participant who had two previous surgical operations during delivery had delivery by emergency caesarean section. Unfortunately, her baby died on the second day after birth. She had resumed her menses, but was informed there was no hope for her of ever having children, as her uterus had ruptured and her uterine tubes had to be ligated: "I get my periods but I think they are heavier and last for much longer. I also get pain in my abdomen, which I did not have before. I am lucky my uterus was not removed. But I was told it will never be possible for me to have more children".
However, another participant was not so lucky, as her uterus was removed. Subsequently, she had not resumed her menses. Unfortunately, she also described what appeared to be menoupasal symptoms. She had a hysterectomy for uterine rupture five months earlier complicated by a pelvic abscess, and described her situation as follows:
"I have not got my menses. My co-wife insults me. When drunk, she tells her friends that I am another man in my house. In fact, I feel frustrated and hurt. I was informed that there is no hope of ever seeing my menses or getting children, I am now neither a woman nor a man. I don't know what I am. I am just there".
For five women, uterine rupture was associated with an obstetric fistula. These participants described the stigma of urinary incontinence, which led to social isolation. This stigma often led to self-isolation in order to avoid embarrassment and humiliation.
"It has affected my private and public life. I cannot control my urine. I have to keep on padding myself all the time. I no longer share the bed with my husband. I also rarely move out of home. I avoid public places. Because when I am in public, I worry about the smell. .... and when I my clothes get wet, it is embarrassing. It is better to stay at home".
Disruption of marital relationships
The participants reported a number of challenges of included stigma and social isolation, worry, the emotional pain of stigmatization, marital disruption, and limited social support. The majority of the women indicated that they ceased to enjoy sex in their marriage. A number of participants were still living in their marital home, but, for most, their relationship with their spouse had ended. Participants reported experiencing neglect or abandonment when their husbands turned away from them to other wives:
"I have a lot of pain when I attempt to have sex. So it is a burden. When I complain of being sick, he won't even ask how I am doing. I never wanted this to happen. I am not even to blame. Ever since the delivery, we have rarely been together as husband and wife. I am just living in his house. I consider myself as still married but I am not".
Enduring psychosocial, socio-economic and physical consequences
The participants also reported loss of social support, and that the only reliable family members were their children and siblings. The support received was mainly provision for basic needs, such as food and money. Some participants mentioned receiving money for treatment, or being taken to the hospital. While such support helped, it usually did not suffice to meet their needs. Mainly because of the severe obstetric condition, the women lost the jobs that had been their means of livelihood. At the same time, they incurred financial strain due to their condition. All of this led to deepening poverty and having to struggle to survive. Mostly self-employed in petty trading before the childbirth, the participants reported losing their business. Having lost their sources of livelihood, participants had insufficient income to meet their basic needs. Meanwhile, they had to spend more to keep clean and to pay the cost of treatment for their condition. Many were unsure yet of what the future would be, and were resigned to their fate, as exemplified by one participant:
"I don't know what will happen next. Each day seems to bring new problems. As for my marriage, I hope for the best, but have accepted this as my destiny. I have to accept whatever comes. My stay will depend on them (my partner or his relatives). If they say I have to leave because all the children are dying, I will go back at my parents home. I will forget about marriage".
Discussion
The study presents the women's experience of uterine rupture from the circumstances during which the complication occurred to how it eventually affected their lives in its entirety: physical disability, disruption of marital relationships and loss of opportunities to participate in income generating activities. The barriers to accessing health care provide both the background and context of the 'loss' of health and livelihood whereby women's experiences are influenced by negative experiences of the traumatic childbirth. This study reveals that lived experiences of women with severe birth injuries such as uterine rupture are compounded by the negative experiences of the traumatic childbirth. The childbirth experiences are characterised by poor quality of care due to delay to receive prompt care and negative attitudes of staff. Similar findings have been reported on experiences of women with maternal near miss, which are described as a maternal syndrome [23] in which the experiences of a critical illness and those of the care overlap. Similar findings have been reported in women who developed obstetric fistula, another complication of obstructed labor, in Ghana [25] and Tanzania [26] .
The study findings shed light on the risks associated with pregnancy and childbirth. They assess the performance of health systems in terms of access to health care, the quality of care provided and the quality of life of survivors. The participants described a continuum of 'losses': financial losses due to hospitalization costs, severe injuries (such as hysterectomy), persistent morbidity, loss of marital relationships, death of the newborns, loss of income and stigma (associated with loss of selfesteem and prestige), all of which contributed to their suffering. This finding is in agreement with previous research [11] [12] [13] 22, 23] that physical injury, disability, social isolation and psychological distress overlap in the aftermath of maternal near miss morbidity.
The 'maternal near miss syndrome' [23] is characterised by poor quality of life due to both illness and poor quality of care. The burden of maternal ill-health extends beyond physical complications and includes different short-and long-term morbid conditions that can result from acute obstetric complications or their sequel. The postpartum morbid consequences of traumatic childbirth include postpartum infection, anaemia, perineal tears, urinary tract infection, depression; incontinence, fistula, pelvic inflammatory disease, genital prolapse, hypertension, haemorrhoids, nerve damage, pituitary failure, anaemia, and infertility and post-traumatic stress disorder [27] [28] [29] [30] [31] [32] [33] [34] [35] [36] . In our study, some women who sustained uterine rupture presented with the "obstructed labor injury complex", which includes fetal death, fistula formation, secondary infertility, foot drop, stigmatization, isolation and loss of support, divorce or separation, worsening poverty, worsening malnutrition, and suffering, illness, and premature death.
The physical, social, psychosocial and socioeconomic problems that we found, including stigma and social isolation, a disrupted marital relationship, loss of livelihood, and worsening poverty, were also identified in other studies [37] [38] [39] [40] [41] . Many of the maternal morbidities and disabilities may arise during delivery, might appear any time within the subsequent six months, or could become chronic with worsening disability if not appropriately addressed [22, 23, 37, 38] . The defining characteristics of 'loss' in 'maternal near miss syndrome' is psychological, social and biomedical, involving physical disruption, and loss of body image, social relations, livelihood and familiar patterns of life [39, 40] .
The study findings reveal how severe maternal morbidity is a gender issue that needs urgent attention. Firstly, maternal morbidity incurs economic costs which may be formal or informal [41] . Secondly, in addition to physical and social problems, women who were once economically productive and socially respected in their communities lose their income, productivity, dignity, image, identity, status, self-esteem and future capability as mothers [37] [38] [39] . Therefore, the aftermath of severe obstetric morbidity is characterized by a medical, social and financial crisis for many mothers [39] . Women's accounts of their after a near-miss event show that such events do not only affect health in its entirety [11] but raise gender concerns that need to be addressed.
The limitations of the study are that it involved small numbers of affected women, and the period of follow up was only six months. However, the interviews were conducted on more than one occasion, and the second interviews were conducted away from a helth facility setting. The findings suggest that gender issues (women's status, women empowerment, employment, and decision-making) affect their reproductive health, particularly access to and use of services during pregnancy and childbirth. Secondly, gender concerns related to outcomes of childbirth have grave implications for the long term wellbeing and quality of life of mothers. Lastly, severe maternal illness is costly for families because of high direct health costs, loss of income, loss of economic productivity, disturbed family relationships, and social stresses. To increase likelihood of survival and improve quality of life, interventions should address access to emergency obstetric care and provide the continuum of social support to mitigate the gender and other non-obstetric causes of morbidity among survivors.
Conclusion
Survivors of obstetric near miss events such as uterine rupture have subsequent physical, social socio-economic and psychological complications that diminish their quality of life. Disruption occurs in all domains (physical, social, sexual and psychological) and survivors' lives are often severely affected by the traumatic events of childbirth. The findings underscore the need to routinely inquire about and address quality of life and gender issues of survivors of maternal near miss obstetric events. The results highlight the urgent need to identify at-risk populations for postpartum morbidity, the markers of persistent severe morbidity and appropriate interventions for support of the survivors. There urgent need to address third delay at the health facilities since facility level preparedness and ability to respond to obstetric emergencies is critical for the survival of women and reduction of obstetric morbidity and subsequent disability.
